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THE COMING OF AGE OF MENTALLY RETARDED ADULTS: AN EMERGING

CRISIS

THE ACCEPTANCE OF THE PHILOSOPHY OF NORMALIZATION OVER THE

PAST TWO DECADES HAS MADE COMMUNITY BASED PROGRAMMING THE PREFERRED

METHOD OF OFFERING SERVICES TO MENTALLY RETARDED ADULTS. INSTITU

TIONALIZATION IS NO' LONGER THE ALTERNATIVE OF CHOICE, AND FOR ALL

BUT THE MOST SEVERELY DISABLED, FAMILIES HAVE ASSUMED PRIMARY

RESPONSIBILITY FOR RAISING THEIR MENTALLY RETARDED.CHILDREN AND

COORDINATING AVAILABLE SERVICES. WHILE. CARING FOR A MENTALLY

RETARDED CHILD IS NOT WITHOUT STRESS; EDUCATION, TRAINING, AND

SUPPORTIVE SERVICES ARE AVAILABLE, AS MANDAtED BY PUBLIC LAW 94-142,

THE EDUCATION OF ALL HANDICAPPED CHILDREN ACT. UNFORTUNATELY, THE

SPECIALIZED PROGRAMS AVAILABLE TO MENTALLY RETARDED CHILDREN ARE

I

MUD' LESS AVAILABLE FOR MENTALLY RETARDED ADULTS. THE EDUCATIONAL

SYS EM IS NOT REQUIRED TO PROVIDE SERVICES FOR PERSONS BEYOND THE

AGE OF 21 AND RESOURCES FOR ADULTS, SUCH AS VOCATIONAL TRAINING

WORKSHOPS, ACTIVITY CENTERS, AND SUPPORTIVE SERVICES ARE DRASTICALLY

LItv1ITED. FURTHER, THERE IS A CRITICAL SHORTAGE OF COMMUNITY BASED

REcsIDENTIAL ALTERNATIVES FOR MENTALLY RETARDED ADULTS, THE VAST

MAJORITY OF THE COMMUNITY RESIDENTIAL PLACEMENTS CREATED HAVE BEEN

DO1?Jt SO AS A PART OF THE MASSIVE TRANSFER OF INDIVIDUALS FROM

ItISTITUTIONS TO THE COMMUNITY. THUS, TOO OFTEN GRADUATION FROM

S(HOOL FOR THE COMMUNITY RASED MENTALLY RETARDED ADULT IS FOLLOWED

BY A PROGRAMMING VOID IN WHICH DEVELOPMENTAL GAINS MAY BE LOST.

WITHOUT ADEQUATE PROGRAMS, THE NORMAL FAMILY PATTERN OF

OHILDREN REQUIRING' LESS CARE AND THEN LEAVING HOME AS RELATIVELY
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INDEPENDENT ADULTS IS REVERSED, As PARENTS PASS THE USUAL CARE-
\

GIVING STAGE OF THEIR LIVES, COPING WITH A RETARDED ADULT MAY

BECOME DIFFICULT) PARTICULARLY.WHEN SERVICES ARE LIMITED, FOR

FAMILIES WHO ARE NO LONGER ABLE TO PROVIDE ADEQUATE CARE AND

SUPERVISION FOR THEIR MENTALLY RETARDED DEPENDENTS, INtTITUTIONAL-

IZATION LOOMS AS A REGRETABLE, ALBEIT NECESSARY OPTION,

THIS DEVELOPMENTAL CRISIS AMONG MENTALLY RETARDED ADULTS IS

EMERGING_NOW, THE FIRST GENERATION OF MENTALLY RETARDED INDIVIDUALS

TO BE RAISED AT HOME AND RECEIVE SERVICES UNDER THE AUSPICES OF

PUBLIC .LAW 94-142 ARE REACHING ADULTHOOD,' THOSE MENTALLY RETARDED

PERSONS WHO WOULD HAVE BEEN INSTITUTIONALI7ED IN THE 60's OR EARLY

70's ARE' CONTINUING TO LIVE WITH PARENTS WHO ARE AGING. IN ORDER

TO DETERMINE THE EXTENT OF THE CRISIS, WE HAVE INITIATED AN

INTENSIVE STATEWIDE SYSTEM TO LOCATE FAMILIES CARING FOR MENTALLY

RETARDED ADULTS, USING THE SURVEY DATA, OUR GOAL HAS BEEN TO

DEVELOP A PROCEDURE TO IDENTIFY INDIVIDUALS MOST IN NEED OF SERVICES

TO DIMINISH THE RISK OF INSTITUTIONALIZATION.

METHODS
,

IN COLLABORATION WITH THE MENTAL RETARDATION AND DEVELOPMENTAL

DISABILITIES ADMINISTRATION, ALL ADVOCACY AND, SERVICE AGENCIES IN

THE STATE OF MARYLAND WERE ASKED TO DISTRIBUTE SURVEY FORMS TO ALL

KNOWN MENTALLY RETARDED ADULTS LIVING WITH THEIR FAMILIES (AND WERE

THEREFORE NOT RECEIVING RESIDENTIAL SERVICES), FROM THE INITIAL

CASE-FINDING EFFORT 2,338 FAMILIES WERE IDENTIFIED, SINCE SERVICE

AGENCIES PROVIDED THE PRIMARY SOURCE OF REFERRAL, PERSONS WHO WERE

NOT ON WAITING LISTS FOR RESIDENTIAL SERVICES OR DAY PROG:\MS MAY

Not HAVE BEEN CONTACTED.



THE CAREGIVER FORM OF THE COMMUNITY NEEDS SURVEY WAS SENT

TO ALL IDENTIFIED FAMILIES. THIS QUESTIONNAIRE INCLUDES DEMOGRAPHIC

INFORMATION ABOUT THE ADULT AND FAMILY, AS WELL AS ITEMS FROM

NINE AREAS:

1. MEDICAL. CONDITION AND NEEDS

2. SPECIAL PHYSICAL AND ENVIRONMENTAL NEEDS

3. SELF-CARE SKILLS

4. ADAPTIVE AND INDEPENDENCE SKILLS

5. MALADAPTIVE BEHAVIORS

6. SERVICE UTILIZATION

7. SERVICE RECOMMENDATIONS

8. CAREGIVER'S ESTIMATION OF URGENCY FOR 'RESIDENTIAL

PLACEMENT

STRESSES AND DEMANDS ON THE CAREGIVER

RESULTS

AS ANTICIPATED, INITIAL. DEMOGRAPHIC STATISTICS REVEAL. THE

PREPONDERANCE OF YOUNG MENTALLY RETARDED ADULTS, 70% UNDER AGE

30. 4150 WERE BETWEEN THE AGES (_4- 21 AND 25. 7T WOULD APPEAR

THAT THIS AGE'DISTRIBUTION REFLECTS THE MORE ACTIVE ATTEMTS OF

PARENTS OF PERSONS WHO HAVE RECENTLY LEFT THE SCHOOL.SYS1LM TO

OBTAIN SERVICES.

DISPLAY SLIDE #2

MORE THAN THREE-FOURTHS OF THE PRIMARY CAREGIVERS APE WOMEN,

AND A THIRD OF ALL CAREGIVERS ARE OVER AGE 60. WITH OVEP 15% OF THE

CAREGIVERS BEING OVER THE AGE OF 65 THERE IS CLEAR INDICVION OF THE

NECESSITY FOR THE STATE TO PLAN FOR SERVICES FOR THESE PESONS.

DISPLAY SLIDE #3

FORTY-FOUR PERCENT OF THE CAREGIVERS ARE EMPLOYED OU!r,IDE THE
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4.

HOME; 39% ARE SINGLE). WIDOWED) OR DIVORCED; AND ALMOST HALF THE

FAMILIES REPORTED A VARIETY OF PROBLEMATIC SITUATIONS INCLUDING

FINANCIAL PROBLEMS) POOR HEALTH, ELDERLY OR. ILL.FAMILY MEMBERS, AND

PERSONAL PROBLEMS OF THE CAREGIVER.

THE MENTALLY RETARDER:ADULTS SAMPLED REPRESENTED A WIDE

RANGE OF FUNCTIONAL LEVELS.

DISPLAY SLIDE i/4

ALMOST 30% OF THE ADULTS WERE IN THE PROFOUNCOR SEVERE RANGE

OF MENTAL RETARDATION) ".57% WERE IN THE MODERATE RA-NGE, AND 33%

WERE IN THE MILD OR .BORDERLINE RANGE. AS EXPECTED, 10 LEVEL WAS

HI HLY ASSOCIATED WITH BOTH SELFHELP SKILLS AND ADAPTIVE SKILLS,

DISPLAY SLIDE #5

4-ROM THIS SLIDE IT IS'EVIDENT THAT THE MENTALLY RETARDED

ADULTS VARIED FROM EXTREME DEPENDENCE IN SELFCARE (10% WERE NOT

TOILET TRAINED AND ANOTHER 13% REQUIRED ASSISTANCE IN TOIL.ETING)

TO HIGH LEVELS OF COMPETENCE (39VWERE INDEPENDENT IN ALL AREAS
.

OF SELFCARE),

DISPLAY SLIDE #6

AS SHOWN IN THIS SLIDE, ADAPTIVE SKILLS ARE A MEASURE OF

THE PERSON'S CAPACITY IN INDEPENDENT LIVING AND ENCOMPASS A RANGE

OF FIFTEEN TASKS FROM WALKING AND TALKING TO SHOPPING AND MAKING

CHNGE. THE EVERAGE NUMBER OF ADAPTIVE SKILLS COMPLETED WAS 8,45,

RANGING FROM 6% OF THE ADULTS COMPLETING ALL TASKS AND 1% UNABLE

TO COMPLETE ANY TASKS.

MALADAPTIVE BEHAVIOR WAS NOT AN OVERWHELMING PROBLEM IN THIS

SAMPLE c WHILE A MAJORITY HAD NO REPORTED INCIDENTS OF MA:_ADAPTIVE

BEHAVIOR, DESTRUCTION /OF. PROPERTY AND PHYSICAL AGGRESSION WITH

FAMILY MEMB:S WERE THE MOST FREQUENTLY REPORTED PROBLEMS,
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SEVERAL QUESTIONS ADDRESSED. THE NEED FOR RESIDENTIAL PEACE'-.

MENT, FIFIIEEN PERCENT OF THE FAMILIES CLAIMED THAT THEIR NEED

FOR RESIDENTIAL PLACEMENT WAS SO URGENT THAT.THEY COULD NOT

.MAINTAIN THEIR PRESENT SITUATION, IN ORDER TO BETTER UNDERSTAND

THE CONDITIONS THAT LED FAMILIES' TO CLASSIFY THEIR SITUATION AS

URGENT AND IN CRISIS/ WE ANALYZED ALL THE DEMOGRAPHIC VARIABLES

BY .THE FAMILY'S LEVEL OF URGENCY,
.

DISPLAY SLIDE #7

ADULTS ASSOCIATED WITH FAMILIES IN CRISIS WERE SLIGHTLY

YOUNGER/ WERE MORE RETARDED/ AND HAD FEWER ADAPTIVE SKILLS THAN

ADULTS IN MORE STABLE FAMILIES, HOWEVER/ THE TWO GROUPS OF

ADULTS DID NOT DIFFER AN DEPENDENCY (SELF-CARE) SKILLS. WHEN

MALADAPTIVE BEHAVIORS WERE CONSIDERED FAMILIES REPORTING A CRISIS

SITUATION WERE SIGNIFICAN1LY MORE LIKELY TO HAVE A MENTALLY RETARDED

ADULT WHO WAS DESTRUCTIVE/ AGGRESSIVE TO SELF AND OTHERS/ DISPLAYED

INAPPROPRIATE SEXUAL BEHAVIOR/ DISTURBED OTHERS AT NIGHT/ AND HAD

A HISTORY OF PSYCHIATRIC HOSPITALIZATION,

THE DISTINCTION BETWEEN FAMILIES CLAIMING AN URGENT NEED FOR

RESIDENTIAL SERVICES AND MORE STABLE FAMILIES WAS ACCENTUATED IN

1HE COMPARISON OF CAREGIVER STRESS FACTORS.

DISPLAY SLIDE #8
4

IN SIX 0U1 OF SIX CATEGORIES FAMILIES IN CRISIS REPORTED MORE

PERSONAL SITUATIONS, INCLUDING FINANCIAL PROBLEM5, RESPON-

IPILLIES FOR CHILD CARE OR CARE OF AN ELDERLY FAMILY MEftER,

5LrIi)iA4 4ALTH PROWIMS, AND PER" JAL PROBLEMS.



DISCUSSION

THESE RESULTS DEMONSTRATE THE COMPLEX INTERPLAY BETWEEN. BOTH

INDIVIDUAL AND FAMILY VARIABLES IN CONTRIBUTING TO A CAREGIVING

SITUATION THAT CONSIDERS ITSELF TO BE IN CRISIS, WHILE THE

ADULTS IN CRISIS SITUATIONS WERE'PROBLEMMATIC AND REQUIRED CLOSE

SUPERVISION, THE FAMILIES WERE OFTEN ELDERLY WITH A VARIETY OF

PROBLEMS NOT DIRECTLY RELATED TO THE PRESENCE OF A MENTALLY RETARDED

DEPENDENT. IN ORDER TO DETERMINE WHICH INDIVIDUALS ARE M6ST IN

NEED OF THE LIMITED DAY PROGRAMS AND RESIDENTIAL PLACEMENTS AVAILABLE

THROUGH THE STATE'S RESOURCES, WE HAVE DESIGNED, AND ARE IN THE

PROCESS OF TESTING, A PREDICTION PROFILE COMBINING SALIENT

INDIVIDUAL AND FAMILY CHARACTERISTICS, AS MENTALLY RETARDED PERSONS

CONTINUE TO LIVE WITHIN THEIR NATURAL FAMILIES, AQDITIONAL RESEARiFH

EXTENDING BEYOND INDIVIDUAL CHARACTERISTICS WILL BE NECESSARY TO

IDENTIFY WAYS TO AVOID THE EMERGING DEVELOPMENTAL CRIS1S OF.MENTALLY

RETARDED ADULTS RESIDING IN DECLINING CAREGIVING ENVIRONMENTS.



SLIDE #1

COMMUNITY NEEDS SURVEY

1, MEDICAL CONDITION AND NEEDS

2, SPECIAL PHYSICAL AND ENVIRONMENTAL NEEDS

3. SELF-HELP SKILLS

4, ADAPTIVE AND INDEPENDENCE SKILLS

5, MALADAPTIVE BEHAVIORS

6, SERVICE UTILIZATION

7, SERVICE RECTIMENDATIONS

S. CAREGIVER E:TIMATION OF URGENCY FOR RESIDENTIAL PLACEMENT

9, STRESSES AND DEMANDS ON CAREGIVER
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SLIDE ta

SELF CARE SKILLS OF MENTALLY RETARDED ADULTS LIVING WITH FAMILIES
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SLIDE #6

ADAPTIVE BEHAVIORS

10 20 ,30 40 50 60 X70. 80 90 100
,

FOLLOW 1 -STEP INSTRUCTIONS 92

EXPRESS NEEDS
89

WALK
92

TALK
87

FOLLOW 2-STEP INSTRUCTIONS 76

ANSWER TELEPHONE 70

MAKE 'PHONE CALL 48

CROSS STREET ALONE 50
ry

READ SAFETY WORDS 52-

STAY HOME ALONE 58

SHOP 43

TELL TIME 43

USE PUBLIC TRANSPORTATION 22

MAKE CHANGE $1.00 27

MAKE CHANGE $5,00 17

X = 8,45 ITEMS COMPLETED SUCCESSFULLY
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A.

SLIDE #Z

COMPARISON BETWEEN INDIVIDUALS FROMLRISiS FAMILIES AND

INDIVIDUALS FROM STABLE FAMILIES

PERCENT

CRISIS FAMILIES ALL FAMILIES

LESS. THAN AGE 3.1 74 69

RETARDATION PROFOUND /SE1ERE 38 30

ADAPTIVE SKILLS

MALADAPTIVE BEHAVIORS

DESTROYS PROPERTY 34 18

DISTURBS OTHERS AT NIGHT 36 18

HARMS SELF 27 \ 14

HARMS OTHERS 22 12

INAPPROPRIATE SEXUAL BEHAVIOR 15 9
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SLIDE #8

FAMILY STRESS FACTORS

PERCENT

CRISIS FAMILIES

FINANCIAL PROBLEMS 29

CAREGIVER ILL HEALTH 33

FAMILY ILL HEALTH 19

PERSONAL PROBLEMS 33

FAMILY PROBLEMS 33

CHILD CARE RESPONSIBILITIES 16
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